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A  SYSTEM  IN  COLLAPSE 

INTEGRATION  OF  DISABLED  PERSONS: 
A  Case  For  Community  Living 


INTRODUCTION:   Over  the  last  twenty  years,  false  assumptions 
that  persons  with  disabilities  could  never  work,  have  a  family, 
or  even  survive  outside  of  an  institution  have  broken  down. 
Established  in  1981,  one  of  the  missions  of  the  Massachusetts 
Office  on  Disability  is  ".  .  .  to  make  recommendations  and 
provide  comprehensive  coordination  and  support  .  .  .  concerning 
public  policies,  programs,  services  and  regulations  as  they 
affect  or  may  affect  persons  with  disabilities."  1/   In 
seeking  to  fulfill  that  mission,  the  philosophy  of  the  Office 
has  consistently  been  to  foster  policies  and  programs  that 
allow  persons  with  disabilities  to  live  in  as  free  and 
independent  an  environment  as  they  wish.   Fundamental  to  the 
achievement  of  a  free  and  independent  environment  is  the 
availability  of  adequate  levels  of  quality,  long  term  care 
support  services. 

The  purpose  of  this  document  is  to  answer  three 
questions.   First,  does  the  current  structure  and  funding  of 
government  programs  in  Massachusetts  foster  unnecessary 
institutionalization?   Second,  what  is  the  cost  to  the  tax 
payer  of  unnecessary  institutionalization?   Third,  are  there 
non-fiscal  reasons  which  justify  a  preference  for 
institutionalization?  2/ 

The  basic  findings  of  this  report  are: 

-  The  current  funding  and  structures  of  long  term  care 
programs  foster  dependence  and  restriction  of  personal 
liberty^ 

-  They  do  so  at  great  expense  to  state  taxpayers; 

-  There  are  no  adequate  public  policy  justifications  for 
what  is  a  distinct  preference  for  institutionalization,  and 

-  The  quality  of  life  of  persons  with  disabilities  is 
significantly  undermined  by  these  long  term  care  policies. 
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SUMMARY:   Both  the  structure  and  funding  of  programs  designed 
to  provide  services  for  persons  with  disabilities  are  heavily 
biased  towards  institutionalization,  rather  than  community 
living. 

The  broad  range  of  support  options  which  could  meet  the 
needs  of  a  particular  individual  are  rarely  assessed,  because 
services  are  administratively  divided  into  separate  community 
and  institutional  programs.   There  is  no  agency  charged  with 
making  these  assessments,  and  only  three  of  the  agencies  which 
fund  community  living  services  provide  any  form  of  case 
management  services. 

Most  community  living  services  are  delivered  through 
wholly  state  funded  human  services  agencies.   Those  funds  are 
divided  among  eight  agencies  which  serve  elders  with 
disabilities,  persons  who  are  blind,  persons  who  are  deaf, 
those  with  mental  retardation,  those  who  are  diagnosed  as 
mentally  ill,  a  general  disability  program,  and  two  programs 
which  serve  more  general  population  groups.   Some  populations 
are  left  with  no  source  of  services  at  all.  For  example, 
disabled  parents  with  children  under  age  12  are  not  covered  by 
any  program  for  homemaker  services.   Services  are  actually 
delivered  by  hundreds  of  public  and  private  entities  scattered 
across  the  Commonwealth. 

All  eight  agencies  structurally  limit  the  number  of 
persons  who  can  be  served  by  the  imposition  of  funding  caps. 
During  the  last  three  years,  funding  for  all  of  these  programs 
has  been  repeatedly  reduced,  in  most  cases  by  over  30%. 
Currently  all  have  long  waiting  lists,  and  most  have  been 
forced  to  terminate  or  substantially  reduce  the  level  of 
services  they  provide  to  those  who  actually  receive  services. 

By  contrast  the  programs  that  provide  institutional  care 
serve  all  who  qualify  on  financial  and  functional  grounds  for 
an  institutional  level  of  care.   Funds  for  these  programs  have 
either  been  stable  or  have  dramatically  increased. 

The  structural  and  funding  design  of  disability  programs 
is  puzzling  because  the  open-ended  institutional  care  system 
costs  on  average  four  times  more  per  case  than  comparable 
supported  community  living  systems.   Decisions  about 
institutionalization  versus  supported  community  living  should 
be  based  on  the  needs  of  the  individual.   Currently,  that 
decision  making  process  is  biased  toward  institutionalization. 
Community  living  supports  for  new  applicants  dried  up  in 
Massachusetts  about  a  year  ago.   Since  then,  service  reductions 
and  outright  terminations  have  forced  community  services 
recipients  towards  institutions.   The  inevitable  result  is  and 
will  continue  to  be  increased  institutionalization  and 
skyrocketing  costs. 
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Non-fiscal  justifications  for  institutionalization  (ie. 
family  stress,  community  pressures,  etc.)  are  counterbalanced 
by  the  rights  of  persons  with  disabilities  to  choose  to  live  in 
the  least  restrictive  environment.   Even  though  non-fiscal 
considerations  may  be  entitled  to  some  weight  in  particular 
situations,  in  the  average  case  they  are  insufficient  to 
justify  four  times  higher  state  spending. 

BACKGROUND 

WHY  THESE  DECISIONS  MATTER: 

Peoples  Lives  Are  Fundamentally  Affected: 

Seventeen  percent  of  Massachusetts  residents  have 
disabilities  (about  I  million  people) .  3/   Over  a  third  of 
those  individuals  (344,911)   have  disabilities  that  are 
classified  as  severe.  4/   The  average  income  of  households 
with  a  disabled  member  is  only  38%  of  the  average  income  for 
the  general  population.  5/ 

Persons  with  disabilities  rarely  want  to  be  placed  in 
institutions,  such  as  nursing  homes,  mental  health  hospitals, 
"state  schools"  for  those  with  mental  retardation,  and  chronic 
care  hospitals.   They  would  prefer  to  remain  in  their  own  homes 
where  basic  decisions  of  daily  living  are  still  their  own,  such 
as  when  to  get  up  or  go  to  bed,  what  and  when  to  eat  and  when 
and  with  whom  to  socialize.   The  following  case  studies  help  to 
illustrate  the  variety  and  complexity  of  the  situations  faced 
by  persons  with  disabilities.   The  studies  represent  situations 
in  which  the  Office  on  Disability  was  contacted  for  assistance 
and  are  intended  to  illustrate  typical  cases. 

Case  One:   Mary  is  a  single  parent  of  two  young  children, 
ages  2  and  3 .   She  became  disabled  as  a  result  of  rheumatoid 
arthritis.   As  a  wheelchair  user  with  limited  use  of  her  hands, 
she  needs  assistance  in  bathing  and  dressing,  shopping,  and 
housework.   Mary  has  been  charged  with  neglecting  her 
children.   She  qualifies  for  placement  in  a  nursing  home,  but 
doesn't  want  to  leave  her  children.   There  is  no  agency  that 
provides  homemaker  services  to  disabled  parents  with  children 
under  12. 

Case  Two:   John,  who  is  32  years  old,  had  a  head  injury 
five  years  ago  and  has  been  in  a  nursing  home  ever  since.   The 
head  injury  has  effected  his  short  term  memory.   Both  he  and 
his  doctors  agree  that  he  could  live  on  his  own  so  long  as  help 
was  available  to  manage  his  financial  affairs  and  to  remind  him 
to  take  care  of  basic  living  activities,  such  as  bathing, 
changing  clothing  and  cleaning  house.   John  is  still  waiting 
for  a  community  placement. 

Case  Three:   Paul  is  a  husband  and  father  of  three 
children,  ages  12,  8  and  5.   He  is  quadriplegic  and  was 
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hospitalized  for  depression.   His  wife  was  leery  of  him 
returning  home  because  she  could  not  manage  working,  caring  for 
the  children  and  caring  for  Paul.   He  was  placed  in  a  nursing 
home  last  fall  and  has  been  on  waiting  lists  for  community 
services  and  subsidized  housing  ever  since. 

Case  Four:   Edith  is  58  years  old.   Her  heart  condition 
makes  it  ditticult  for  her  to  keep  up  with  housework,  cooking 
and  shopping.   She  has  lived  alone  for  six  months,  since  her 
husband  died.   There  are  no  family  members  in  the  area  who 
could  help  out.   Edith's  landlord,  the  local  housing  authority, 
wants  to  evict  her  because  her  apartment  is  a  mess.   She  has 
been  experiencing  chest  pains  and  isn't  eating  regularly.   She 
has  been  on  a  waiting  list  for  homemaker  services  since  last 
October. 

Case  Five:   Jonathan  is  a  23  year  old  with  mental 
retardation.   He  has  lived  with  his  family  all  of  his  life. 
Since  he  turned  22  all  his  services,  which  included  a  supported 
work  program  and  transportation,  have  been  terminated.   Without 
stimulation  his  functioning  level  has  continuously  declined. 
Although  he  is  on  a  waiting  list  for  services,  DMR  doesn't 
expect  anything  will  become  available  soon,  and  can  only  offer 
an  institutional  placement  for  Jonathan. 

Case  Six:   Donald  was  in  a  mental  hospital  for  ten  years. 
For  tHe  last  three  years,  he  has  lived  in  a  subsidized  housing 
apartment  in  an  elderly  complex.   All  went  well  for  the  first 
two  years.   Since  then  he  has  lost  his  case  management  services 
from  the  Department  of  Mental  Health,  and  his  services  from  the 
local  mental  health  center  have  been  cut  in  half.   He  is  now 
having  trouble  with  his  neighbors,  who  are  pressuring  the 
housing  authority  to  evict  him  because  they  find  his  behavior 
odd.   No  additional  services  are  available  for  Donald. 

The  Amount  of  State  Spending  Required  Changes  Dramatically. 

Government  should  provide  adequate  funding  for  quality, 
cost  effective  programs  that  resolve  recognized  social 
problems,  in  this  case  meeting  the  needs  of  individuals  with 
disabilities  for  long  term  care.   Long  term  care  is  recognized 
as  a  broad  area  encompassing  the  needs  of  individuals  with 
disabilities  for  assistance  in  performing  the  activities  of 
daily  life,  such  as  eating,  bathing,  moving  about  and 
communicating  with  others.   Although  the  term  is  most  often 
used  in  reference  to  the  elderly,  who  compose  two  thirds  of 
those  in  need  of  such  care,  the  concept  is  the  same  regardless 
of  age.  6/ 

Long  term  care  is  paid  for  through  one  or  more  of  four 
groups:  individuals,  private  insurance,  the  U.S.  Department  of 
Health  8c  Human  Services  through  the  Medicaid  and  Medicare 
Programs  and  state  government.  7/ 
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In  Massachusetts,  the  state  pays  the  largest  single  share 
of  long  term  care  costs.   In  addition  to  contributing  a 
matching  portion  to  qualify  for  the  federal  funds  under  the 
Medicaid  Program,  the  Commonwealth  provides  the  funding  for 
vital  programs  for  which  little  or  no  federal  money  is 
available,  such  as  personal  care  attendants,  homemaker 
services,  respite  care,  and  transportation  assistance. 

In  the  structure  of  long  term  care  programs  provided  by 
government  there  are  two  significant  types  of  funding.   Some 
programs  limit  how  much  will  be  spent  by  imposition  of  spending 
limits.   They  are  alternatively  referred  to  as  "capped," 
"subject  to  appropriation"  or  "fixed  spending"  programs. 
Agencies  administering  these  programs  stay  within  their  budgets 
by  limiting  the  number  of  persons  receiving  services  and/or  by 
rationing  the  quantity  of  services  delivered.   Others  programs 
serve  all  who  qualify  at  a  pre-established  level  of  service. 
These  are  referred  to  as  "entitlement  programs,"  because  no  one 
is  turned  away  who  qualifies  and  the  level  of  services  does  not 
vary  depending  on  the  number  of  persons  participating. 

The  majority  of  long  term  care  programs  supporting 
community  living  have  funding  caps  and  stay  within  their 
budgets  by  a  combination  of  limiting  the  number  of  persons  who 
can  receive  services  at  any  one  time  and  by  rationing  the 
amount  of  services  that  any  single  person  receives.   By 
contrast,  the  majority  of  institutional  care  is  funded  through 
Medicaid,  an  entitlement  program.   The  remaining  programs  have 
funding  caps  but  stay  within  their  budgets  solely  by  the 
rationing  of  services. 

This  structure  steers  persons  with  disabilities  towards 
accepting  institutional  care  options.   While  community  living 
services  are  often  closed  to  new  cases,  institutions  never 
close.   The  results  are  ultimately  an  inferior  quality  of  life 
for  persons  with  disabilities,  and  4  to  5  times  higher  per 
person  costs  to  the  state  for  long  term  care.  See  TABLE  ONE  for 
a  program-by-program  review,  p.  6.  ~~~~ 
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TABLE  ONE:  LONG  TERM  CARE  PROGRAMS  BY  FUNDING  TYPE  (cont.) 

Entitlement    Capped  Funding  Federal 

Limited        Services  Match 

//  Served       Rationed  Available 


COMMUNITY  LIVING 
Dept.  of  Public  Welfare 

SERVICES 

Home 

Health        x 

X 

Home- 

care                       x 

X 

Personal 

Care 

Attendant                  x 

X 

Nursing       x 

X 

Transport- 
ation        X 

■ 

X 

Dept.  ot  Social  Services 

Home-   8/ 

care                        x 

Ottice  ot  Elder  Altairs 

Home- 

care                       x 

Respite 
Care 

X 

Congregate/ 

Supp.  Housing               x 

Adult  Day 

Program                    x 

Mass.  Rehabilitation  Commission 

Home- 

care                       x 

X 

Home 

Modification                x 

X 

Personal  Care 

Attendant                   x 

X 

Adult  Day 

Program                     x 

X 

Dept.  ot  Mental  Retardation 

Home- 

care                       x 

Case  Management/ 

Counseling                 x 

Respite 
Care 

X 

Transport- 
ation                      X 

X 

Adult  Day 

Program                     x 

Dept.  ot  Mental  Health 

Case  Management/ 

Counseling                 x 

X 

Respite 

Care                       x 

X 

Adult  Day 

Program                     x 
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TABLE  ONE:  LONG  TERM  CARE  PROGRAMS  BY  FUNDING  TYPE 

Entitlement    Capped  Funding  Federal 

Limited        Services       Match 
//  Served       Rationed       Available 


Commission  tor  the  Blind 

Home- 

care                      x 

X 

Veterans  Services 

Adult  Day 

Program                   x 

INSTITUTIONAL 
Department  of  Public  Welfare 

CARE  PROGRAMS 

Nursing 

Homes          x 

X 

Dept.  ot  Public  Health 

Public  Health 
Hospitals 

X 

Dept.  ot  Mental  Retardation 

State 
Schools 

X 

X 

Dept.  ot  Mental  Health 

State  Mental 
Hospitals 

X 

Veterans  Services 

Soldiers 
Homes 

X 

ANALYSIS: 

I.   BY  CAPPING  FUNDING  FOR  COMMUNITY  LIVING  SERVICES  WHILE 
KEEPING  ACCESS  TO  INSTITUTIONAL  CARE  OPEN  ENDED,  MASSACHUSETTS 
FORCES  PERSONS  WITH  DISABILITIES  INTO  MORE  COSTLY  INSTITUTIONAL 
CARE. 

"Only  18%  of  [long  term  care]  expenditures  went  to  home 
care  -  despite  th[e]  fact  that  four  out  of  five  disabled 
and  almost  three  out  of  five  severely  disabled  live  at 
home.  .  .  .  [W]hen  people  do  buy  home  care  they  get  little 
help  from  public  programs."    "A  Call  for  Action,"  The 

Pepper  Commission,  U.S. 
Bipartisan  Commission  on 
Comprehensive  Health  Care, 
Exec.  Summary  1990,  S.  Prt. 
101-113,  p.  11. 

A.  Community  Living  Services  Are  Delivered  Through  A  Maze 
Of  Agencies,  The  Funding  For  Which  Are  Uniformly  Capped  At 
Levels  So  Grossly  Inadequate  That  Individuals  At  Immediate 
Need  Risk  Of  Institutionalization  Cannot  Get  Services. 


Massachusetts  allocations  for  community  based  services  are 
at  the  national  average  of  18%  of  total  long-term  care 
spending.  9/  Services  that  are  generally  included  under  the 
rubric  of  community  living  services  include  but  are  not  limited 
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to  case  management,  homemaker,  home  health  aide,  personal  care 
attendant,  adult  day  care,  respite  care,  transportation,  home 
modification,  congregate  and  supported  living  arrangements,  and 
nursing  services.  10/ 

In  Massachusetts,  those  services  are  provided  through 
eight  separate  state  agencies,  most  of  which  contract  with 
private  agencies  for  actual  delivery  of  services.   The  services 
available  vary  greatly  from  agency  to  agency.  See  TABLE  TWO,  p. 
10.  — 

Little  or  no  assistance  is  available  to  people  to  sort  out 
the  maze  of  services  and  provider  agencies.   The  individual's 
family  composition,  income  level,  type  of  disability  and 
veteran  status  all  may  be  determinative  of  which  agency  will 
provide  services  and  which  services  will  be  available.  11/ 

Some  groups  are  not  served  by  any  agency.   For  example,  a 
disabled  adult  with  children  under  age  twelve  in  the  home  isn't 
eligible  for  homemaker  services,  12/  but  the  same  adult 
without  children  can  receive  homemaker  services  from  the 
Massachusetts  Rehabilitation  Commission  (MRC) .  13/ 

Eligibility  for  all  of  these  programs  is  limited  by  a 
fixed  annual  budgets  and  in  all  but  one  case,  funding  is 
totally  from  the  state.  14/  When  funding  for  a  particular 
fiscal  year  has  been  committed  for  services,  individuals  newly 
applying  for  assistance,  regardless  of  their  need,  must  wait 
until  a  current  recipient  dies  or  otherwise  stops  needing 
services . 

Instead  of  adding  people  to  programs  because  it  is  the 
least  costly  way  of  providing  quality  support,  current 
recipients  have  been  cut  from  programs,  regardless  of 
undisputed  continuing  need  for  the  service.   Waiting  lists  have 
become  the  norm,  and  across  the  board  reductions  in  the  level 
of  services  have  become  common. 

The  Moscovitch  Report  on  the  status  of  services  for 
persons  with  Mental  Retardation  stated  earlier  this  year  that: 

The  state  has  a  waiting  list  for  community  residential 
placements  for  such  people.  ...  [Ejvery  effort  should 
be  made  to  help  parents  keep  their  children  at  home 
(particularly  the  younger  'turning  22'  children)  ... 
A  broad  strategy  designed  to  provide  better  care 
and  reduce  costs  cannot  be  reconciled  with  the  current 
waiting  lists  for  services  for  people  living  at  home 
...   15/ 

Mental  retardation  services  are  but  one  area  in  which 
waiting  lists  are  defeating  the  twin  goals  of  independence  for 
persons  with  disability  and  state  cost  containment.   For 
example,  on  May  23,  1991,  the  waiting  list  for  homemaker 
services  from  the  Massachusetts  Rehabilitation  Commission 
included  600  persons  who  live  alone  and  are  at  immediate  risk 
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TABLE  TWO:  Availability  of  Community  Living  Services  By  Agency 

Dept.   Dept.   Office  Mass.   Dept.    Dept.    Comm.   Veterans 
Public  Social  Elder   Rehab.  Mental   Mental   for    Services 

Welf.   Serv.   Affairs  Comm.   Retard.  Health  Blind 

Home 

Health     x  z 

Aide 


Home- 
Care 


y  z 


y  16/ 


x  17/ 


x 


x 


Home 
Modification 

X 

Personal 
Care       y 
Attendant 

z 

X 

X 

Nursing 

z 

Case 

Management/ 

Counseling 

X 

X 

Respite 
Care 

X 

X 

X 

Congregate/ 

Supported 

Housing 

X 

Trans-     y 
portation 

' 

X 

Adult  Day 
Programs 

X 

X 

X 

X 

X 

X  = 

y  = 

z  = 


services  generally  available,  subject  to  funding  limits, 
services  only  available  to  a  small  subpopulation  of  the  agencies1 


clients  under  special  circumstances, 
qualifies  for  federal  matching  funds. 


of  institutionalization.  18/   The  proposed  budget  for  the  MRC 
homemaker  program  is  $3.1  Million,  $325,000  less  than  what  is 
needed  to  cover  current  recipients  during  the  1992  Fiscal 
Year.  19/   The  expected  result  of  the  shortfall  is  that  75 
persons  will  be  cut  off  from  services.  20/   Those  individuals 
are  disabled~parents  with  children  at  home.  21/   Across  the 
board  reduction  in  the  number  of  hours  each  remaining  person 
receives  and  a  decrease  in  the  maximum  number  of  hours 
available  from  12  to  10  are  also  planned.  22/ 

The  Executive  Office  of  Elder  Affairs  no  longer  even 
maintains  a  waiting  list,  having  been  forced  by  budget  cuts  to 
terminate  more  than  5,000  persons  from  services  during  the  last 
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three  years.  23/ 

Massachusetts  has  created  a  maze  of  service  agencies,  all 
of  which  are  grossly  under- funded  and  all  but  two  of  which 
operate  community  living  service  programs  solely  on  state 
funds.   Some  groups,  such  as  disabled  parents,  are  not  covered 
by  any  agency.   If  a  potential  consumer  of  services  manages  to 
figure  out  where  to  ask  for  assistance,  he  or  she  is  likely  to 
face  a  very  long  wait.   Even  those  at  risk  of  immediate 
institutionalization  can't  get  access  to  services.   Because  of 
continuing  budget  cuts,  those  lucky  enough  to  be  current 
recipients  are  likely  to  face  reductions  in  their  level  of 
services,  if  not  outright  termination,  regardless  of  their 
level  of  need. 


B.    Responsibility  For  Institutional  Care  Services  Is 
Vested  In  A  Small  Number  Of  Agencies,  Funding  For  Which  Is 
Either  Entitlement  Based  Or  Where  Capped  the  Administering 
Agency  Rations  the  Quantity  of  Services  Provided  In  Order 
To  Stay  Within  Its  Budget. 

Institutional  care  services  are  provided  by  five  agencies. 
The  largest  single  program  is  Medicaid  through  the  Department  of 
Public  Welfare  and  under  which  state  and  Medicaid  funds  pay  for 
the  state  chronic  care  hospital  system  and  for  nursing  home 
care.   Other  agencies  funding  institutional  care  include  the 
Department  of  Mental  Retardation,  the  Department  of  Mental 
Health,  the  Department  of  Veterans'  Services,  and  the  Department 
of  Public  Health.  25/  See  TABLE  THREE,  below. 

Currently,  all  individuals  who  meet  the  functional  level 
qualifications  for  institutional  care,  and  where  applicable  who 
meet  financial  eligibility  guidelines,  receive  institutional 
care.   There  are  no  waiting  lists  for  state  institutions. 
Waiting  periods  for  nursing  homes  and  other  private  facilities 
sometimes  exist,  but  usually  relate  to  bed  availability  at  a 
particular  facility. 

TABLE  THREE:  AGENCIES  PROVIDING  INSTITUTIONAL  CARE 
Dept.    Dept.     Dept.     Dept.    Veterans 
Public   Public   Mental   Mental   Services 

^__^ Welf.    Health   Retard.   Health 

Nursing 

Homes/  Chronic    x 

Hospitals 

Public  Health 

Hospitals x 

State 

Schools x 

Mental  Health 

Hospitals x 

Soldiers ' 

Homes  x 
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With  neither  adequate  levels  of  community  living  services 
nor  adequate  funding  for  institutional  care,  Massachusetts 
citizens  with  disabilities  and  their  families  will  face  crisis 
situations  in  increasing  numbers. 


C.   Oversight  of  Long  Term  Care  Decision  Making  and  Quality 
Assurance  Is  Fragmented,  To  The  Extent  It  Exists  At  All. 

Of  critical  importance  to  the  success  of  community  living 
for  people  with  disabilities  is  the  provision  of  strong 
protection,  advocacy  and  quality  assurance  systems.   Currently  in 
Massachusetts  there  is  no  uniform  system  to  provide  these 
services.   However,  there  are  a  variety  of  fragmented  protection, 
advocacy  and  quality  assurance  resources,  totaling  approximately 
$6  Million  in  state  funding,  which  are  distributed  through  at 
least  ten  separate  agencies.  28/   Only  one  of  these  agencies, 
the  Office  on  Disability,  is  governed,  managed  and  staffed  by 
people  with  disabilities. 

The  current  organizational  structure  of  these  agencies 
duplicates  many  administrative  and  programmatic  functions,  to  the 
extent  that  elimination  of  this  duplication  would  double  the 
resources  available  for  direct  services.   Additionally,  this 
stratification  of  common  interests,  together  with  scattered 
administrative  geography  results  in  squandering  vital  resources 
that  are  essential  to  the  success  of  community  living  for  people 
with  disabilities. 


II.   CREATING  ADDITIONAL  INSTITUTIONALIZATION  RESULTS  IN 
SKYROCKETING  COSTS  TO  MASSACHUSETTS  TAXPAYERS  WHICH  ARE  AT  LEAST 
FOUR  TIMES  MORE  THAN  IS  NECESSARY  FOR  COMPARABLE  COMMUNITY 
SERVICES. 

Although  there  may  in  some  cases  be  no  lower  cost  community 
living  alternative,  research  is  increasingly  finding  that  persons 
with  disabilities  experience  a  higher  quality  of  care  and  life  at 
a  much  lesser  cost  in  the  community  than  in  institutional 
settings.  29/ 

In  the "current  fiscal  year,  Massachusetts  will  have  spent 
over  $2  Billion  on  institutional  care.   However,  only  $404 
Million  (18%  of  long  term  care  spending)  will  have  been  devoted 
to  community  living  services. 

Experience  in  the  Massachusetts  Medicaid  Program  suggests 
that  community  living  is  fiscally  preferable.   Institutional  care 
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costs  an  average  of  about  four  times  more  than  comparable 
community  living  services.  30/   For  elders,  institutional  care 
costs  averaged  about  $17,000  per  year,  while  comparable  community 
services  cost  about  $3,100.  31/   For  persons  with  mental 
retardation,  institutional  care  costs  were  about  $100,000,  and 
comparable  community  living  services  were  $22,600.  32/   Although 
limited  to  two  subgroups  of  those  with  disabilities,  elders  and 
persons  with  mental  retardation  are  two  of  the  subpopulations  of 
persons  with  disabilities  most  likely  to  be  placed  in 
institutional  care.   The  data  suggests  that  it  is  between  4  and  5 
times  more  costly  for  institutional  care  than  for  comparable 
community  living  services. 

Studies  of  groups  of  individuals  requiring  use  of  a 
mechanical  ventilator  to  breath,  one  of  the  most  costly 
populations,  concluded  that  institutional  care  costs  ranged  from 
$109,000  to  $336,000,  and  home  care  costs  range  from  $1,000  to 
$74,500  per  year.  33/   For  those  who  depend  on  ventilators  it 
would  appear  to  be  at  least  4.5  times  more  costly  for 
institutional  care  than  for  comparable  community  living. 

The  relative  costs  for  some  subpopulations  of  the  disability 
community  may  differ.   In  a  few,  rare  cases,  cost  considerations 
taken  alone  might  even  militate  toward  a  congregate  or  group 
residential  setting  in  order  to  obtain  economies  of  scale. 
Shifts  from  federally  funded  Medicaid  to  state  funded  programs 
may  reduce  or  eliminate  actual  savings  in  some  other  cases.  34/ 
However,  to  emphasize  the  possible  existence  of  exceptions  to  the 
general  rule  that  community  care  is  less  expensive  is  to  ignore 
the  vast  majority  of  cases  and  the  overriding  principles  that  are 
at  the  heart  of  the  Commonwealth's  disability  policy. 
Massachusetts  citizens  with  disabilities  must  be  permitted  to 
live  free. 

The  cost  statistics,  discussed  above,  strongly  suggest  that 
Massachusetts  can  continue  its  commitment  to  the  rights  of 
persons  with  disabilities  to  be  free  of  unnecessary  restrictions 
and  be  fiscally  responsible.   The  existing  funding  and  structural 
preference  for  institutionalization  must  be  changed  because  it  is 
the  humane  thing  to  do.   That  it  also  makes  fiscal  sense  doesn't 
hurt. 

III.   THERE  ARE  NO  OTHER  ADEQUATE  JUSTIFICATIONS  FOR  FAVORING 
INSTITUTIONALIZATION  OVER  COMMUNITY  CARE. 

With  costs  running  between  4  and  5  times  higher  for 
institutional  care,  one  would  expect  to  find  other  strong 
justifications  for  a  system  that  steers  people  towards 
institutionalization.   There  is  not  a  shred  of  evidence  to 
suggest  that  the  quality  of  institutional  care  is  superior  to 
community  care.   In  fact,  the  much  less  expensive  community 
option  is  generally  considered  to  be  the  superior  mode  of 
living.  35/   Those  who  are  to  be  served  clearly  prefer  to  live 
in  the  community,  which  preserves  their  dignity  and  autonomy. 


i-n 
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The  Moscovitch  Report  summarizes  the  argument  for  community 
living  as  follows: 

...  like  the  rest  of  us,  people  with  mental 
retardation  enjoy  a  chance  to  walk  alone  a 
neighborhood  street,  to  buy  their  own  food,  clothing, 
and  sundries,  to  go  into  a  restaurant  for  ice  cream  or 
a  meal,  or  to  go  to  the  park  on  Sunday  afternoon. 
Most  important,  like  the  rest  of  us,  they  need  what  a 
family  offers  -  stable,  mutual,  loving  relationships 
with  a  small  number  of  people  who  live  with  or  near 
them.  36/ 

Countervailing  concerns  are  routinely  raised  by  families, 
, ^stitutional  workers1  unions  and  communities  where  individuals 
with  disabilities  would  live.   Families  worry  that  their  member 
will  be  less  well  cared  for  or  less  safe  in  the  community  than 
in  a  more  controlled  institutional  setting.   Those  concerns  are 

ire 
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community  living  support  system,  which  can  absorb  many  of  them. 
Communities  are  concerned  about  having  "those  people"  in  town. 
The  myths,  ignorance  and  prejudice  that  those  concerns  embody 
are  not  worthy  of  comment. 

Even  though  some  family  members  and  some  elements  in 
society  might  prefer  not  to  have  to  deal  with  persons  with 
disabilities,  that  can  hardly  justify  the  huge  costs  for 
effectively  forced  institutionalization  of  people  who  can  and 
want  to  live  in  their  own  homes.   Even  if  family,  institutional 
workers '  unions  and  community  concerns  were  sufficient  to 
justify  some  increased  costs,  they  cannot  be  allowed  to  mandate 
public  policy  that  effectively  confine  persons  with  disabilities 
to  a  prison-like  existence.  37/ 

FINDINGS 

1.  Community  living  cost  about  one  fourth  of  what  is  charged 
for  institutionalization  of  the  same  individual. 

2.  The  existing  structure  and  funding  mechanisms  for  long  term 
care  in  Massachusetts  favor  the  more  costly  institutional 
care  system. 

3.  The  most  significant  structural  factors  contributing  to  a 
preference  for  institutionalization  are  the  fragmented 
system  for  the  administration  of  services,  the  lack  of  case 
management  systems  which  uniformly  evaluate  alternatives  to 
institutional  care  in  each  case  and  the  fragmentation  of 
protection,  advocacy  and  quality  assurance  systems. 

4.  Favoring  institutional  care  costs  substantial  more  state 
dollars,  only  a  fraction  of  which  is  actually  needed  to  pay 
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for  appropriate  levels  of  care  for  persons  with 
disabilities. 

5.    No  adequate  justification  exists  for  preferring 

institutionalization.   What  justifications  do  exist  are 
based  of  myth,  prejudice  and  blatantly  contradictory  self 
interests  of  families,  unions  and  communities. 

RECOMMENDATIONS  FOR  IMMEDIATE  REFORM 

1.  Programs  providing  community  living  services  should  be 
converted  into  entitlement  programs  in  order  to  destroy  the 
existing  systems  preference  for  more  costly  institutional 
care.   The  programs  to  be  converted  are: 

a.  Department  of  Social  Services:  Homecare  and  Respite 
Care; 

b.  Executive  Office  of  Elder  Affairs:  Homecare,  Respite 
Care,  Congregate/Supported  Housing  and  Adult  Day  Programs; 

c.  Massachusetts  Rehabilitation  Commission:  Homecare, 
Personal  Care  Attendants,  Home  Modification,  Adult  Day 
Programs ; 

d.  Department  of  Mental  Retardation:  Case 
Management/Counseling,  Respite  Care,  Transportation  and 
Adult  Day  Programs; 

e.  Department  of  Mental  Health:  Case 
Management/Counseling,  Transportation  and  Adult  Day 
Programs ; 

f.  Commission  for  the  Blind:  Homecare,  and 

g.  Veterans  Services:  Adult  Day  Program. 

2.  The  systems  that  provide  community  living  services  and 
those  that  provide  institutional  care  should  be  integrated  to 
allow  for  case-by-case  consideration  of  personal  freedom,  the 
quality  of  care  and  where  more  than  one  acceptable  alternative 
exists,  cost  considerations.   Those  system  are  administered  by: 

a.  Department  of  Social  Services; 

b.  Executive  Office  of  Elder  Affairs; 

c.  Massachusetts  Rehabilitation  Commission; 

d.  Department  of  Mental  Retardation; 

e.  Department  of  Mental  Health; 

f.  Department  of  Public  Welfare; 
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g.  Commission  for  the  Blind,  and 
h.  Veterans  Services. 

3.  The  current  system  for  providing  protective,  advocacy  and 
quality  assurance  services  should  be  consolidated  to  eliminate 
duplicative  functions  and  to  provide  a  more  uniform  level  of 
services  to  persons  who  have  varying  types  of  disabilities  and 
who  live  in  various  parts  of  the  state. 

4.  A  Study  Commission  should  be  formed  immediately  to  devise 
the  specifics  of  a  plan  to  restructure  the  Massachusetts  long 
term  care  services  programs  to  achieve  the  objective  stated  in 
recommendations  1  Se  2,  above.   The  majority  of  the  commission 
members  should  be  persons  with  disabilities. 

5.  In  its  deliberations  the  Commission  should  take  into 
consideration  at  least  the  recommendations  of  this  report,  the 
Moscovitch  Report,  and  the  report  of  the  Governor's  Commission 
on  the  Closing  of  State  Facilities  Serving  Persons  with  Mental 
Health  and  Mental  Retardation  Disabilities. 

6.  The  Study  Commission  should  be  required  to  complete  its 
deliberation  and  make  its  recommendations  for  administrative, 
budgetary  and  legislative  changes  no  later  than  October  1,  1991 
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